Objective: The goal of pediatric palliative care (PPC) is to maintain the quality of life (QoL) of children whose lives are threatened. However, there are sparse scientific data on the domains of QoL in this particular context, and no measurement strategies are available. The present study aims to describe the domains of QoL in the context of PPC in oncology, according to the perceptions of professional caregivers.
INTRODUCTION
Recent advances have contributed to improving the curative care of children with cancer and increasing their survival rate. However, no less than 20% of young individuals with cancer die each year (Comité Consultatif de la Société Canadienne du Cancer, 2015) . Pediatric palliative care (PPC) is about helping children and their families deal with this medical condition while optimizing their quality of life (QoL) (Association Canadienne de Soins Palliatifs, 2006; Gouvernement du Québec, 2006; World Health Organization, 2013) .
In order to describe and evaluate QoL in the specific context of PPC in oncology, various authors have collected the points of view of children with advanced cancer or those of their parents (Barrera et al., 2005; Friedrichsdorf et al., 2015; Hechler et al, 2006; Tomlinson et al., 2011; von Lü tzau et al., 2012) . These studies depict a portrait of QoL that highlights the traditional dimensions of physical, emotional, and social QoL (Pépin et al., 2015) . Functional deficits in terms of mobility, sensation, and self-care, as well as pain and fatigue levels, were the main indicators used to evaluate the QoL of these young individuals (Tomlinson et al., 2011) . Research has also highlighted the more positive components of QoL-such as maintaining the child's sense of normalcy, focusing on family activities, maintaining hope, and having fun or taking pleasure (Barrera et al., 2005; Friedrichsdorf et al., 2015; Hechler et al, 2006; Kamper et al., 2010; von Lü tzau et al., 2012) .
In contrast with these reports, the instruments that are now available to evaluate QoL in the pediatric context-and are thus likely to be applied in PPC-remain focused on symptoms or functional deficits and are based on inappropriate time perspectives (e.g., months) (Hinds et al., 2006; Liben et al., 2008) . Importantly, no specific QoL instruments have been developed for the PPC context, as was evidenced in a recent systematic review conducted by Coombes and colleagues (2016) . As can be seen from the research reviewed, sensitivity is an essential quality of PPC, but it is typically not documented on available measures, probably because the dimensions and timeframes are not appropriate for evaluating changes occurring during PPC. Widely employed instruments in pediatrics (like the Pediatric Quality of Life Inventory [PedsQL] ) have inadequate validity when used in PPC, suggesting that there are different QoL constructs in children with life-limiting illnesses and in other populations (Huang et al., 2010) . A recent research program was aimed at developing a tool to measure QoL in the PPC context-the Pediatric Advanced Care Quality of Life Scale (PACQoL)-but it was not based on domains generated by the participants or their caregivers and thus evaluated the same traditional domains Morley et al., 2014) . As the definition of QoL may be specific for PPC and the child's status may change drastically over relatively short periods of time, there is a need to develop a new approach adapted for PPC.
In summary, while the mission of PPC is to promote QoL, the domains that QoL encompasses are still poorly defined. The traditional themes of QoL do not seem adequately specific for this population and are focused on deficits. Some studies have concentrated on a depiction of caregivers in this context, but more so on the definition of care quality criteria than on QoL itself (Andersen et al., 2004) . Descriptions are made retrospectively-for instance, by bereaved parents -and do not capture the very nature of QoL "in the here and now." An increased awareness of caregiver representations of children's QoL would complement the dimensions identified by previous studies and could lead to more explicit definitions. Although not exempt from bias, professionals hold a unique view on children's status and well-being. Such a clarification of the concept of QoL in this area is a necessary preliminary step to developing a sound measurement strategy.
The objective of our present study is to identify the domains of QoL for children with cancer in palliative care according to the perceptions of professionals working in pediatric hematology/oncology. Our strategy is to help generate positive as well as negative images of QoL in order to operationalize what is meant by "quality of life" in this context. We wish to identify practical domains that can be defined precisely and utilized for further development of outcome measures.
METHODS
Our study is based on a qualitative research design that calls for a descriptive inductive analysis (Braun & Clarke, 2006; Lapierre, 1997) . Based on a constructivist epistemological framework, it aims to describe the concept of QoL from the perspective of individual caregivers who are currently caring for or who have cared for a child with advanced cancer.
It is of critical importance for us to mention our background and make explicit our preconceptions to satisfy the criterion of transparency. The authors who have been particularly involved in the data analysis include a doctoral candidate in psychology at the Centre for Psycho-Oncology at Le Centre Hospitalier Universitaire (CHU) Sainte-Justine (JAB) and her doctoral supervisors at the Université de Montréal (SS) and the Université de Sherbrooke (VP). JAB developed her clinical experience in a program targeting interventions for children and teenagers using a psychodynamic approach. Her experience in working with children with cancer has grown through volunteer activities with the Division of Hematology/ Oncology at the CHU Sainte-Justine and other organizations in the field. SS has developed an expertise in pediatric psycho-oncology as a research unit director in the same hospital, originally developing research within a cognitive behavioral orientation, and he has been recently supervising qualitative research projects using interpretative phenomenological analysis and inductive thematic analysis on grief. VP is a professor of psychology and a specialist in behavioral and cognitive disorders in children. She brings a structured lay vision to interpretations.
Other of our authors have been major figures in the development of pediatric palliative care in Frenchlanguage countries. NH is a clinician and director of the palliative care unit at the same hospital, and MD is a hematologist/oncologist with a long experience in clinical ethics (research and practice). ML has been a postdoc working on the initial development of the research protocol submitted to the ethics committee, after achieving her doctorate in pediatric psychology. She is currently supervising a replication of the present study at the Université Catholique de Louvain (Belgium). Overall, our team was guided by an evidence-based approach. As a consequence, the literature and the components of existing instruments guided our preconceptions that participants would mainly focus on the absence of pain and symptoms to describe QoL (e.g., Lyons et al., 2009; Tomlinson, et al., 2011; Varni et al., 1999) . We also anticipated that QoL would be described within a shorter temporal perspective (i.e., weeks or days instead of months), in line with the usual clinical observation that a child's condition can change frequently and rapidly in palliative care (Coombes et al., 2016; Hinds et al., 2004) .
Participants
Eligible participants were required to: be a member of the Department of Hematology/Oncology of our hospital, have cared for at least one child (18 years) with advanced cancer and treated in palliative care, and be able to speak French. A total of 20 health professionals were interviewed: 3 hematologist/oncologists, 1 psychiatrist, 5 members of the nursing staff, 2 clinical fellows, 1 nutritionist, 1 art therapist, 1 psychologist, 3 occupational therapists, and 3 physiotherapists. Participants included 17 women and 3 men, with a mean age of 41 + 9 years. They had been active in the hematology/oncology department for 9 + 7 years. No exclusion criteria were imposed.
Recruitment
We employed a maximum variation sampling recruitment strategy (Patton, 2002) . Data were collected from caregivers from various professions to ensure the representativeness of different professions in hematology/oncology and data completeness. Potential participants were selected from a comprehensive list of the members of the department (N ¼ 103). Each week, three professionals were randomly selected among three different professions. This random selection was chosen to favor the inclusion of different professions and avoid bias of a-priori selection. Eligibility was confirmed during the first contact by email or through subsequent reminders. The caregivers who provided their consent were interviewed individually. Because the representations of QoL could differ from one profession to another, and because we wanted to make comparisons between them in a future analysis, we decided to include a number of participants higher than what would be normally expected in qualitative research (Patton, 2002) . A total of 28 caregivers were contacted: 5 did not meet the inclusion criteria and 3 refused to participate (participation rate ¼ 20/23, 87%). We stopped recruitment when saturation was achieved in a sample including a sufficient variety of professions in three categories: physicians, nurses, and professionals. Notably, one factor in favor of saturation was that all participants were from one and the same site. The study received ethical approval from the CHU Sainte-Justine and the University of Sherbrooke. The first author (JAB) conducted the recruitment and the interviews with participants.
Data Collection
Data were collected through individual semistructured interviews (duration ¼ 1 hour) in which participants were asked open-ended questions according to an interview guide developed by the research team (see Online Appendix A). The questions were adapted from Hinds et al. (2004) .
The interview process and agreed-upon understanding of the questions from the interview outline were approved after pilot interviews were conducted with two caregivers not included in the final sample. During the interviews, the researcher adopted an open and empathetic attitude, trying to distance herself from prior knowledge regarding QoL and taking a step back from possible interpretive categories (Paillé & Mucchielli, 2012) . At the end of the interview, participants completed a brief sociodemographic questionnaire. The interviews were recorded and transcribed verbatim for data processing.
Data Analysis
QDA Miner 4.0 software was used for coding, and the analysis was then structured in Microsoft Word to allow for greater flexibility of the analytical process. The data were analyzed inductively according to the thematic analysis approach (Braun & Clarke, 2006; Paillé & Mucchielli, 2012) . First, the principal investigator became acquainted with the data by transcribing and rereading the interviews. Then, according to a continual thematization process, the meaning of the text to be analyzed was extracted from each transcription by identifying codes in the margins (coding). The inventory of these codes was systematically created in a separate document (list of codes). From this list, we created the thematization journal, in which a systematic process of code Quality of life domains in pediatric palliative care identification, consolidation, integration, subdivision, and hierarchization was performed as the data were collected. During the analysis, the themes were refined, clarified, and specified by rereading the interviews, through discussions and exchanges among the researchers, and by resorting to an external expert specialized in this approach. The themes were then hierarchized in the form of central themes in order to gradually build a synthetic and structured representation of the analyzed context (thematic tree). Finally, we proceeded to nomination and definition of these themes to describe a representation of QoL (Paillé & Mucchielli, 2012) .
To ensure the rigor of our analysis, we employed recommended methodological strategies (Mays & Pope, 2000; Whittemore et al., 2001) . To ensure the reliability of our study, we used a reflexive journal to record all steps and decisions made during the analysis. The coding of transcripts was performed by the first author (JAB) and checked by her supervisors (SS, VP). Consensus was sought in case of divergence. To ensure a sound application of the method, we called for an external qualitative analysis expert (MC, see acknowledgments). On two occasions, she checked our compliance with the rules of the analysis and provided corrective advice. To ensure the credibility criteria, triangulation was utilized by collecting the perspective of participants from various professions. We also validated the methodological approach by way of a feedback discussion on preliminary findings to the hematology/oncology department and at PPC/psycho-oncology congresses. Throughout the analysis, we discussed and exchanged information on coding of transcripts and thematization within the research. In this process, as recommended by the authors of descriptive inductive analysis (Braun & Clarke, 2006; Lapierre, 1997) , specific attention was paid at all steps to the convergence and divergence of themes during their progressive definition.
RESULTS
Following the analysis, seven domains were identified to describe caregivers' perceptions of QoL in PPC in oncology: (1) physical comfort, (2) alleviation of psychological suffering, (3) fun and the present moment, (4) sense of control, (5) feeling valued and appreciated, (6) feeling that life goes on, and (7) meaningful social relationships. The final thematic tree is depicted in Figure 1 .
Physical Comfort
All participants mentioned this domain as an important aspect of QoL. Mainly described by the absence of pain or symptoms or by the relief of both, physical comfort is also characterized by the satisfaction of such physical needs as getting enough sleep, breathing properly, or eating without choking. Comfort is a necessary aspect of QoL, but it is not considered sufficient by caregivers.
Alleviation of Psychological Suffering
QoL is also characterized by a state of alleviation in which the cognitive symptoms (e.g., hallucinations, loss of consciousness) and psychological symptoms (e.g., anxiety, psychological distress) associated with the medical condition or perceived limitations are adequately controlled.
Fun and the Present Moment
This theme highlights the increasing importance of fun and being in the present moment for the QoL of children with advanced cancer. Professionals speak of "being in life" to describe how important it is for the child to experience fun at times when he or she is not anticipating the end of life but is rather able to enjoy the present moment: P4: For now, I think his quality of life is high. It's good precisely because they are very much in life, having fun and enjoying it.
Fun would be reflected in daily life through activities the child likes to do or through the presence of small instantaneous pleasures: P7: I have a little guy in mind. Well, maybe it's playing with his trucks [. . .] to be read a story by mom on her lap. Maybe it's simply to make soap bubbles. Maybe it's to be able to dress up as a princess. What does a child like to do? To play, to laugh [. . .] it can be very small joys, as small as going outside in a stroller, it can be as small as to just be sitting in bed and having friends over. It can be as small as just having a hand stroked.
Food also plays a crucial role from the perspective of the caregiver. Despite the fact that the disease and treatment often affect nutrition (dietary restrictions, chewing difficulties, stomach problems), some professionals have witnessed moments where the pleasure of eating appeared to be prominent in the child they were caring for:
P8: I saw several children at the end of their lives for whom their pleasure was to eat. [. . .] There are children, I swear to you, who love to eat and whose dream is really to have a big meal prepared Avoine-Blondin et al. by their mother and to eat that during the last weeks of . . .
Sense of Control
According to the professionals, a part of QoL is linked to the feeling children have of controlling aspects of their daily life and their environment. Many caregivers reported that being in control of a situation, like being able to partake in their own care, is a crucial aspect of their QoL: P3: We took the opportunity, when he was better, to have him partake as much as possible in his diaper change [. . .] keeping him active as much as possible in his activities of daily life, too. Similarly, the loss of physical autonomy is pervasive, especially in older children and teenagers. Young individuals often find themselves confronted with functional losses resulting in amputations, paralysis or a lack of energy that prevent them from performing tasks without assistance. The professionals reported that the QoL of these young individuals is characterized by their ability to do things on their own so that they can maintain as much physical autonomy as possible:
P7: It's the fact of going on his own. So, for him, he would go with someone, but it wasn't, he wasn't required to go with daddy, mommy, or things like [. . .] So, he would go with all his independence, and he was the one to make the decisions, and so on. He had brought his money, and he paid for his meal. That had been really, really interesting.
These young individuals are also dependent on the care provided by their relatives, which undoubtedly affects their intimacy and freedom. It is therefore essential for their QoL for them to be able to experience moments of independence by having the freedom to make decisions and to do what they want to do.
Feeling Valued and Appreciated
Quality of life was here associated with the feeling of appreciation the child can experience and the feeling that he or she is being valued and considered as a person, beyond his or her deficits and the difficulties linked to the disease. The fact of being listened to and respected along with his or her needs and desires is also a central aspect of this theme: P7: [. . .] the quality of life, it would be to be appreciated for who he was. To say his name and to not see him for all that he was missing, but for who he was. I would say that was his quality of life.
Feeling that Life Goes on
This theme refers to the maintenance of daily activities "like before the disease," and to the aspiration to accomplish or achieve dreams despite the limitations caused by the disease, such as fatigue and pain. The professionals described a sense of normalcy by stressing the importance children attribute to maintaining activities they used to participate in before the disease or that children of the same age do: P16: I think that at some point, too, not being at home anymore, she had been to the movies, well with the wheelchair and everything, with a friend or a couple of her friends and mom was probably there. [. . .] To have an activity like kids her age [. . .] I think all of that was like, "Wow, I was able to go see this movie, even though I was in a wheelchair!" And, you know, like eating popcorn. [. . .] Anyway, I remember that she was very very happy. But I think it's the fact of doing things of her age and to see the movie of the year, of that summer.
Self-actualization and the fulfillment of personal projects also constitute an important aspect of the QoL of young persons in PPC: pursuing secondary education, doing handiwork, being able to sit up in bed:
P6: The best days were the days when he was able to say that he had achieved something. It was much less than what he was able to achieve before. Thus, vitality is an essential aspect of QoL. Although the nature of the achievement can vary from child to child, it is the inner feeling gained that is important for QoL. Finally, these children still need to dream about projects that stimulate them. Thus, the possibility to daydream, to live out a childhood dream, and to have desires also characterizes their QoL.
Meaningful Social Relationships
P12: In quality of life, there is also the family environment. There are children who are lucky to have amazing support from their family and very attentive parents [. . .] siblings who are very involved and who play an important role.
Maintaining meaningful relationships with those around him or her is also considered essential to QoL. When caregivers were asked to say what they thought was the most important for the child they were caring for in PPC, most stated that it seemed to be the fact of being surrounded by his or her loved ones: parents, families, and friends, but also the caregiving staff.
DISCUSSION
Our study found a descriptive model of QoL in the context of PPC based on the views and experience of professional caregivers from a hematology/oncology department. This model distinguishes itself as previous studies have primarily focused on the perspectives of children and parents (Barrera et al., 2005; von Lü tzau et al., 2012; Friedrichsdorf et al., 2015; Hechler et al, 2006) .
The first three themes-"physical comfort," "alleviation of psychological suffering," and "meaningful social relationships"-are consistent with the physical, emotional, and social dimensions usually utilized to conceptualize QoL and are present in all QoL assessment tools utilized in pediatric oncology (Coombes et al., 2016; Pépin et al., 2015) . That the caregivers recalled these dimensions highlights the fact that in the palliative phase of cancer, as at other points along the disease trajectory, the central aspects of QoL are the alleviation of disabling symptoms and pain, treatment of emotional distress, anxiety, and sadness, and maintaining meaningful social relationships that contribute to a sense of affiliation and the need for love and security.
In addition to social ties with family and friends, our results also bolster the importance of fostering meaningful relationships with professionals. Particular attention was paid by participants to the impact of interpersonal communication on children's QoL. The role of communication between children and their parents has been described previously (Barrera et al., 2005) . In our study, the role of communication with professionals and within the professional team was particularly underlined. Inconsistency among team members was cited as a factor that negatively affected children's QoL.
In addition, our professional caregivers reported four other themes that are rarely mentioned or not listed at all in the literature of QoL in PPC as perceived by children and their parents: "fun and the present moment," "sense of control," "feeling valued and appreciated," and "feeling that life goes on." These themes are positively formulated and based on positively worded transcripts. This differs from the usual portrayal of QoL from previous studies in which indicators are generally related to deterioration of health, limitations, or deficits (Knapp et al., 2012; Tomlinson et al., 2011) .
First, the "fun and the present moment" theme focuses on the presence of short pleasurable moments and the ability to live in the present moment. In addition to confirming the relevance of focusing on the child's degree of pleasure or on enjoyable family activities as previous studies have done (Barrera et al., 2005; Friedrichsdorf et al., 2015) , our caregivers' discourse explains that the child's QoL depends on his or her ability to remain rooted in the present moment. This input also emphasizes the need to be sensitive to a child's sense of satisfaction with regard to his or her expectations and desires. It is interesting to note that caregivers' examples were always specific and focused within a short temporal perspective. The professionals spoke of "moments" and "days"-the envisioned perspective was never that of a month, as it is in the tools adapted to other contexts (e.g., PedsQL).
The theme "sense of control" attests to the caregivers' concerns regarding the pervasive influence that loss of autonomy and a sense of freedom has over a child's QoL in PPC. Although autonomy is a central aspect in many QoL models, the very concrete examples and suggestions given by professionals to foster and maintain autonomy in children constitute something new. This suggests that professional teams can do a lot on this topic. This is all the more important since caregivers believe that the perception of control also serves to offset deterioration of health. It is beneficial for a child's QoL to favor this sense of control by allowing them to partake in care decisions. This theme is relevant to the child's life potential in relation to his or her current abilities and again contrasts with the tendency to evaluate a child's QoL solely based on deficits (Knapp et al., 2012) .
The third theme, "feeling valued and appreciated," is rarely mentioned as a component of QoL in the literature. It mainly echoes an appreciation of the individuality and subjectivity of a child's experience with respect to his or her QoL. Our professionals mostly referred to concrete actions that should be taken to favor a child's QoL. Beyond the few examples given, it is possible that this theme is particularly influenced by the norms of patient-centered care that are often discussed in oncology. It is recommended to provide respectful care that has an affinity for a patient's personal preferences, needs, and values, and to ensure that the patient's values guide clinical decisions (Institute of Medicine, 2001) .
Finally, with regard to the theme "feeling that life goes on," our results suggest that it is particularly important for the child to continue to engage in the activities he/she performed before, despite the symptoms and losses associated with the course of the disease. This is consistent with the results of multiple studies which showed that fatigue is one of the most common symptoms and one of the most poorly supported for children throughout the cancer trajectory, particularly when it is longlasting (Barsevick et al., 2013) . Having the opportunity to engage in activities allows them to feel alive. The maintenance of activities is also related to a quest for normalcy vis-à-vis the child's peers, but also with respect to him or herself. This theme is in line with transcripts obtained from children and parents on maintaining normalcy (Barrera et al., 2005; Kamper et al., 2010) . The members of the medical team emphasized the importance of a sense of accomplishment and achievement of dreams for a child's QoL. Having the opportunity to experience small accomplishments or to live out a dream can certainly provide hope and strength during this time of hardship, a component that has been associated with QoL in previous research (Barrera et al,. 2005; Cataudella et al., 2014; Morley et al., 2014) .
Quality of life domains in pediatric palliative care
One of the explanations for the differences between the themes identified in our study and those from previous research (e.g., Barrera et al., 2005; Cataudella et al., 2014 ) is that we collected caregivers' perspectives. It is possible that the positions of the professional caregiver affords some degree of objective separation that could make it possible for certain themes to emerge more clearly. While children are often in a difficult position when it comes to articulating their QoL, caregivers are in the powerful position of being able to put the experiences of the child into words. Of course, this implies a high degree of responsibility, as such perceptions can be biased by one's own impressions and/or misunderstandings. Another reason is that, in contrast to the establishment of the PAC-QoL dimensions, which relied on a literature review and expert panel discussions Morley et al., 2014) , our dimensions were determined inductively by the participants themselves. We attempted to disregard prior assumptions in our research process. Thus, the description of QoL offered herein is based on caregivers' experiences rather than on domains defined a priori.
An important notion that emerges from our study is the specific and individual nature of a child's QoL. Most professionals were conscious of the limitations of their position. They strongly held that the professional caregiver is only one of several informants on the child's status, but that the best informant is most probably the child him/herself. These results are in line with the utmost precision required in the clinical context, as various authors have showed that the trajectory, the stage of disease development, and the type of cancer should be taken into account in the assessment of QoL (Tomlinson, 2011; Varni et al., 2007) .
A final important idea that emerges from our results concerns the limited timeframe to be considered when conceptualizing QoL in the context of pediatric palliative care. This presents several advantages, such as focusing on daily activities or achievements and thus providing a greater opportunity for expression of positive life events instead of limitations and/ or losses. Moreover, children who receive PPC often have frequently changing symptoms, which can itself affect their QoL. At the same time, a reduced timeframe makes it more possible to evaluate individual changes (Coombes et al., 2016) . In other words, focusing on short periods of time increases the evaluator's sensibility regarding the variability of QoL over time. Particularly in pediatrics, children and adolescents are known to use different markers to elaborate the concept of time, and such markers change over the course of their development (Michel et al., 2012; Rebok et al., 2001 ). This would probably make a longer timeframe more valid in older children. Shorter recall periods (i.e., 2 days) have already been used with success in some pediatric disease-specific measures (e.g., the Memorial Symptom Assessment Scale [MSAS], Collins et al., 2002) .
LIMITATIONS AND IMPLICATIONS OF THE STUDY
One limitation of our study is its sample. Even if the themes concern children's QoL, they were not identified by interviewing children and their families, and therefore cannot be put forward as representing the child's point of view. However, the perspective of professional caregivers is particularly important in cases where a multi-informant strategy is employed. Updating professionals' representations of the QoL of children they care for in PPC can foster better communication and enhanced consistency within the care team. In addition, although we tried to meet caregivers from different professions, the sample allocation was not representative of oncology staff. It is possible that this introduced biases in the frequency of certain codes, but it is unlikely to be reflected in the thematic categories, since categories were not determined on the basis of frequency. Finally, the interview guide (Hinds et al., 2006) encouraged a shorter timeframe through questions about good/bad days. However, it should be noted that a large proportion of professionals spontaneously described QoL according to a greatly reduced timeframe, associated with the present moment, which is far shorter than that proposed by interview questions focusing on "a good day." Despite these limitations, our research could have important implications. In practice, professionals could share and exchange ideas related primarily to the identified themes and delineate avenues for improving QoL using this framework. In the research framework, one could present the findings to children and parents in PPC and get their impressions by using, for example, a participatory action research model. This would test the robustness of our present findings and foster development of a practical evaluation strategy for the validated themes. The identified components of QoL could lead to a better assessment of QoL according to the trajectory of a child with advanced cancer by allowing for the creation of a rating scale. Recent research has asserted the lack of outcome measurement in PPC (Coombes et al., 2016) . Exchanging details on these components would help identify targets for individual progress, involving many aspects of care-for example, providing comfort by changing a child's position in bed or by giving the child an opportunity to draw or write.
CONCLUSIONS
Our study offers a model of how professionals who have cared for children with advanced cancer in PPC conceive of QoL. Based on a descriptive inductive analysis of interview transcripts, we found three themes already present in the literature: "physical comfort," "alleviation of psychological suffering," and "meaningful social relationships." Our professional caregivers suggested four new themes: "fun and the present moment," "a sense of control," "feeling valued and appreciated," and "feeling that life goes on." Future studies should explore these dimensions in children and their family members, which could help develop practical assessment tools to measure quality of life in the context of pediatric palliative care.
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